Progressive supranuclear palsy (PSP) is a rare, progressive, and terminal neurodegenerative disease characterized by problems with ambulation, balance, mobility, vision, speech, swallowing, and behavior during the 7-to 10-year course of the illness. Substantial evidence in the nursing literature supports the benefits of patient education, self-management, chronic disease management, telehealth, and nurse navigation programs, which enhance patient and caregiver knowledge, improve day-to-day management by developing an awareness of resources, decrease dependence on services, and address caregiver needs. The Cure PSP Care Guide is a targeted telehealth nursing intervention aimed at providing knowledge, guidance, and resources to the vulnerable individuals and families living with PSP; identifying local resources; and building community. During the course of two telephone calls, individuals and their caregivers are assessed to develop a Cure PSP Care Guide designed to provide guidance along the trajectory. A knowledge assessment, self-efficacy scale, and Caregiver Strain Index are administered before and after the intervention to determine the program intervention effect. Caregiver knowledge assessments improved after the intervention, whereas strain scores were static. Qualitative data show the ability of the intervention to address caregiver needs for knowledge and support, daily management tips, and resource identification. The preliminary quantitative and qualitative data collected on this pilot project justify further exploration of the use of telehealth to remotely deliver nurse case management to the vulnerable individuals and families living with PSP.
diagnostic categories have been more clearly defined. The target population for the purpose of this project is people with PSP and their caregivers.
In their seminal work, Moore and Guttman (2011) found that knowledge challenges are the priority need identified by individuals with PSP and their families. They define knowledge challenges as a ''lack of knowledge among physicians, community workers, patients, and families'' (Moore & Guttman, 2011 [poster] ). They identify three additional areas of need for support: ''symptoms including falls, mobility, mood, thinking, speech, and swallowing; service access and interactions with physicians, community workers, and long term care staff; and a perceived lack of research and failure to communicate research findings'' (Moore & Guttman, 2011 [poster] ). Moore and Guttman also found that the following has helped families the most: knowledge, symptom support, therapy services, and awareness of research studies (Moore & Guttman, 2011 [poster] ).
The Cure PSP Care Guide pilot project is a targeted community-focused program using telehealth, concentrating on individuals from Minnesota and the surrounding states. The specific aims of the project are threefold: to telephonically assist individuals with PSP and their families by providing guidance, knowledge, and resources; to identify a targeted group of individuals sharing this diagnosis and the professionals providing services to this PSP community; and to create a foundation from which the individuals living with PSP and the professionals offering resources might build community.
Review of Literature
There is a plethora of nursing literature about such topics as patient education, self-management, chronic disease management, telehealth, and nurse navigation. These publications provide ample evidence of successful nursing interventions. Nurses identified a need within a specific population and developed interventions to address the need. Coster and Norman (2009) conducted a Cochrane review of patient education and self-management interventions by analyzing 30 publications. They conclude that patient education and selfmanagement programs have positive benefits to patient knowledge and day-to-day management and may decrease dependence on services (Coster & Norman, 2009, p. 526) .
Patient education and self-management are terms that are used interchangeably in the literature. Patient education refers to the provision of diseasespecific information and technical skills, whereas self-management instructs in problem-solving skills (Bodenheimer, Wagner, & Grumbach, 2002) . Patient education and self-management are part of chronic disease management. In a literature review of 160 publications, Forbes and While (2009) conclude that nurses have made significant contributions to chronic disease management interventions at the patient and system levels. They attribute the success to the nursing process of assessing needs, creating interventions, and implementing interventions. Furthermore, they stress that patient-oriented models of care are far more efficient than disease-oriented approaches.
Harold Freeman (2013) is credited with the development of the oncology nurse navigator model of care, which includes guidance by nurses from the point of diagnosis through to the end of life. Kazimierczak et al. suggest that ''nurses need therefore to consider adopting flexible roles as supporters who facilitate patients' use and interpretation of health information, and remain highly sensitive to the specifics of individual patients' needs and preferences at any given time'' (Kazimierczak et al., 2013, p. 9) . Becze (2011) found that barriers to care are decreased with nurse navigators.
Nurses have used telehealth to provide telephone nursing practice to vulnerable persons and those with chronic disease. Telehealth has been defined as (a) the use of telecommunication technologies to facilitate health and wellness and (b) the provision of services with the use of telecommunication technologies to facilitate health and wellness (American Academy of Family Physicians, 2007) . Telephone nursing practice refers to the delivery of nursing service over the telephone (American Academy of Ambulatory Care Nursing, 2007). The growing literature of the past 2 decades provides ample evidence of the efficacy of telephone nursing practice. Greenberg (2009) developed the seminal theoretical model of telephone nursing practice. This model is composed of three phases: gathering information, cognitive processing, and output. Winters and Winters (2007) state, ''perhaps the most important application of telehealth technology in nursing practice is management of chronic health problems'' (p. 55). Par2, Jaana, and Sicotte (2007) 
Data Collection
Quantitative and qualitative information was collected before and after the intervention. Qualitative data included verbatim transcription of a final open-ended question. Quantitative data included the use of two validated instruments: the chronic disease self-efficacy scale (Lorig, Sobel, Ritter, Laurent, & Hobbs, 2001 ) and Caregiver Strain Index (CSI; Robinson, 1983) . The self-efficacy scale was administered to those living with PSP. The CSI is a validated caregiver assessment tool in which respondents answer yes or no to 13 items, which contribute to stress. A positive answer is indicative of a need for nursing intervention. A score of 7 or higher signifies a high level of stress. A project-specific tool (Table 2 , available as Supplemental Digital Content 1 at http://links.lww.com/ JNN/A58) was designed to assess knowledge, selfmanagement skills, resource identification, and life planning in the participants.
Participants
The characteristics of the participants (Table 2) include those living with PSP (n = 11; seven men, four women) and caregivers (n = 11; four men, seven women). These dyads represent individuals who have been living with this diagnosis from 1 to 5 years. In all cases, the families shared a familiar story of having been diagnosed with Parkinson initially, and only after unsuccessful pharmacological management of the alleged Parkinson did the PSP diagnosis surface. Many went to multiple physicians before receiving the diagnosis of PSP at an academic center. Participants resided at home or in assisted living facilities. Most of the individuals with PSP were not able to participate.
Results
The 11 dyads who participated in the Cure PSP Care project were recruited over a period of 5 months. The pre and post caregiver knowledge assessment scores' (Table 3 ) paired samples t test shows the intervention effect of improved knowledge (95% CI, j14.201 to j1.799). Because of the small sample of participants with PSP, it is difficult to draw conclusions from the pre and post self-efficacy and knowledge scores. The CSI scores (Table 3 ) represent a high level of strain with the average score being 10.18 before and after the intervention, on the 13-item scale. The preand post-CSI scores did not show any significant quantifiable change as represented by the paired samples t test (95% CI, j1.083 to 1.083).
Qualitative results from the caregivers as summarized in the verbatim transcripts below indicate the ability of the intervention to enhance patient and caregiver knowledge, improve day-to-day management by developing an awareness of resources, decrease dependence on services, and address caregiver needs. Five themes emerged from the qualitative inquiry:
Enhance patient and caregiver knowledge I am learning things that I wish I would have known when we got the diagnosis.
It was informative since it made us feel that we could relate to the literature and deal with what we have in front of us. I had not thought about the cognitive and mental issues.
Improve day-to-day management
The literature helped immensely. It helped our neurologist help us, he saw onabotulinumtoxin A (Botox) mentioned in the book and said yes it would be a good idea to try.
Mom was able to get signed up with speech therapy, occupational therapy, and physical therapy, when we saw the neurologist. This happened because of your encouragement.
Develop an awareness of resources
You provided the idea of palliative care which really helped.
Decrease dependence on resources
We're having difficulty getting anyone involved including the neurologist. No one suggested occupational therapy (OT) to us. No one has suggestions. The OT assessment was not helpful since she didn't know about PSP. We've had two trips to the emergency room and I don't want more. One trip occurred after he went down the stairs head first. Thanks to you, we'll revisit the OT with this knowledge.
Address caregiver needs
Before not knowing felt overwhelming, now knowing is comforting.
This was definitely helpful. We have this terrible thing in front of us. We have had so many blessings in our lives. This is one of them.
Discussion
The quantitative and qualitative caregiver data collected justify further exploration of the use of telehealth to remotely deliver case management services to vulnerable individuals and families living with PSP. The caregivers gained knowledge and support during this telehealth intervention, as evidenced by the difference between pre and post knowledge assessment scores and the qualitative statements. The remote delivery of services improves access to expertise and is an effective way to provide guidance, information, and resources to people who have a rare disorder and their families. Unfortunately, there are limited pharmacological options to effectively treat PSP, and medical management is focused on prevention and alleviating comorbidities, such as depression.
Nursing interventions provided during the implementation of this intervention were individualized to address the needs of each unique person with PSP and their family members. The interventions included nursedelivered education in the following areas: PSP disease process; hospice and palliative care; the prevention of falls, decubiti, aspiration, and contractures; the development of support systems and community; the recognition of depression; the importance of home safety given the impulsivity present in some individuals with PSP; and education about research being done in PSP. Additional interventions included the identification of assistive devices that promote selfmanagement such as home environment modifications, a Hoyer lift, adaptive utensils, walkers, and table top cycles for exercise. Many respondents were not familiar with the Five Wishes, a document that serves as an advanced directive decision-making guide. The provision of this document facilitated recognition of the necessity of end-of-life planning. Numerous participants had not been referred to appropriate allied team members such as speech, occupational, and physical therapy. Nursing encouragement of self-advocacy for these valuable services resulted in referrals and improved function. Caregiver support is vital in the setting of an illness such as PSP. Caregivers were referred to local caregiver groups, area agency on aging services, and pastoral counseling.
A key goal of the project included community building. Most individuals value knowing and interacting with others in similar life circumstances. Because of the project, a resource directory was developed for the region, and project participants were referred to support groups and encouraged to connect with groups serving individuals with similar illnesses. Several participants were introduced in the hopes that they will develop a support network.
There were some limitations to this pilot project, which include the small sample, the condensed implementation time line, lack of participation of the individuals living with PSP, and the necessity of providing information before the initial pretest. The CSI intervention effect may have been adversely affected by the abbreviated timeline between the intervention and the assessment of the effect. The knowledge intervention effect pretest scores were influenced by the fact that individuals had an opportunity to review the Cure PSP literature before the pretest.
Conclusion
The Cure PSP Care Guide intervention delivered via telehealth deserves further research. The experience gleaned from this pilot project can be used to develop future projects for patients but, more importantly, their caregiving family members. The responses of the caregivers indicate that telehealth is an effective way to provide services and support to those caring for loved ones with rare neurodegenerative illnesses. The true benefit of this intervention may be concluded from the qualitative results and not the inconclusive CSI data. These disorders have limited resources for diagnosis and management on account of a paucity of physician specialists. Specialists focus on the needs of the patients during clinical visits, which results in little to no time to address the needs of caregivers. Consequently, those living with these disorders are vulnerable, which contributes to care disparities. Specialty-trained neuroscience registered nurses are capable of addressing the needs of these patients and families. Remote delivery of nursing services with telehealth is one method of bridging the resource gap. The Cure PSP Care Guide telephonic nursing intervention improved caregiver knowledge and support, promoted self-care management, and assisted families to effectively navigate the healthcare system. It also promoted access to a healthcare professional with clinical expertise in PSP, ultimately improving the care of those with the disease.
